Nhiing Nguén C6 Van Di Truyén

Lién Két véi Cac Trung Tam Té& Bao Hinh Liém & Bénh Hemoglobin

Sheila Neier, MS

Children's Hospital and Medical Center
Odessa Brown Children’s Clinic

2101 E. Yesler Way

Seattle, WA 98122

Tin nh&n: (206) 987-7290

Hen: (206) 987-7232 (Carol Flanagan)

Melanie Ito, MD, MS, CGC
Columbia Health Center
4400 - 37th South

Seattle, WA 98118

bién thoai: (206) 296-4650

Roger Fick, MS, CGC

Mary Bridge Children’s Hospital & Health Center
P.O. Box 5299

Tacoma, WA 98415-0299

Dién thoai: (253) 403-3476

Céc Y Vién Di Truyén Tién San
(Danh riéng cho phu ni ¢ thai)

Kathleen Hayes, MS, CGC
Julianna VonSchindell, MS
Evergreen Hospital

Y Khoa San Phuy-Thai Nhi
12040 NE 128th Street
Kirkland, WA 98034

bién thoai: (425) 899-2200

Robert Resta, MS, CGC
Amy Gonzales, MS
Sandra Coe, MS, CGC
Vicki Binns, MS, CGC
Nancy Hsu, MS, CGC
Deborah Dunne, MS, CGC
Y Khoa Toan San
Swedish Medical Center
747 Broadway

Seattle, WA 98122-4307
bién thoai: (206) 386-2101

Stefanie Uhrich, MS, CGC

Leslie Carpenter, MS

Linda Knight, MS

Liéu Phap Di Truyén va Thai Nhi Tién San
University of Washington

Box 356159

Seattle, WA 98195

bién thoai: (206) 598-8130

Gail Hammer, MS, CGC

Obstetrix Medical Group of Washington, Inc. P.S.

314 Martin Luther King Jr. Way, Suite 402
Tacoma, WA 98405
bién thoai: (253) 552-1037

Washington State Department of

P Health

DOH Pub 304-002 VI

Céc Y Vién Di Truyén T8ng Quéat

Kathy Leppig, MD, MS, CGC

Lael McAuliffe, MS, CGC

Ute Ochs, MD

Group Health Cooperative

Group Health University Center

4225 Roosevelt Way NE

Seattle, WA 98105

Dién thoai: (206) 634-4036

Danh riéng cho thanh vién Group Health

Robin Bennett, MS, CGC

Whitney Neufeld-Kaiser, MS, CGC
Corinne Smith, MS, CGC

University of Washington Medical Center
Di Truyén Y Khoa, Box 357720

1959 NE Pacific Street

Seattle, WA 98195-7720

bién thoai: (206) 616-2135

Justine Coppinger, MS, CGC
Lael Hinds, MS, CGC

Kathi Marymee, MS, CGC
Inland Northwest Genetics Clinic
2607 Southeast Blvd #A100
Spokane, WA 99223

bién thoai: (509) 535-2278

Sarah Hall, MS

Madigan Army Medical Center

Nhi Khoa Phat Trién

Tacoma, WA 98431-5000

Phone: (253) 968-2310

Danh riéng cho Quan Déi va nhiing nguoi
nuong tua vao ho

Pat Cooper, PhD, CGC

Blue Mountain Genetic Counseling
St. Mary Medical Center

P.O. Box 1477

Walla Walla, WA 99362

Dién thoai: (509) 525-1302

Susie Ball, MS, CGC
Shelly Rudnick, MS, CGC
Central Washington Genetics Program
Yakima Valley Memorial Hospital
2811 Tieton Drive
Yakima, WA 98902
pién thoai: (509) 575-8160

&
Chuang Trinh Di Truyén
Central Washington Hospital
1201 South Miller
Wenatchee, WA 98801
pién thoai: (509) 667-3350

Alpha Thalassemia

AN

Chi tiét cho cha me vé
hemoglobin Bart's va
alpha thalassemia




Hemoglobin la gi?

Hemoglobin Ia mét phan clia mau dua dudng khi di khap than thé. Cac yéu
t6 di truyén (genes) ti cha me chung ta quyét dinh ching ta c6 loai
hemoglobin gi va bao nhiéu.

Alpha thalassemia la gi?

Hemoglobin gém nhiéu phan khac nhau, gém ca alpha globin. Alpha globin
do bdn yé&u t6 di truyén (genes) tao ra va khi cé bat cui yéu té nao trong s6
dé khong hoat dong diing muic thi co thé san xuét it hemoglobin han. Trudng
hgp nay dugc goi la alpha thalassemia va c6 bén dang khac nhau, tuy theo
s6 yéu t6 di truyén khdng hoat déng. Mot dang alpha thalassemia khong
thé bién thanh loai khac. Con quy vi s& cé dang dé sudt ddi.

Tai sao con t6i dugc thir nghiém alpha thalassemia?

Chuong Trinh Thi Nghiém Do Tim cho Tré Sd Sinh thl nghiém tat ca
nhiing tré so sinh tai Tiu Bang Washington dé do tim cac chuing réi loan
nao do, k& ca cac chuing réi loan hemoglobin. Tré da dugc rat ra mot it mau
& gét chan va gli dén Phong Thi Nghiém Tiéu Bang dé thii nghiém. K&t
qua thi nghiém dé cho thdy mic hemoglobin Bart's cao hon muc binh
thudng, ma do la mot chat dam dudc tao thanh khi cac yéu té di truyén
alpha globin khéng hoat déng dung muc.

Khi mot yéu td di truyén tao alpha globin khéng hoat ddng thi sao?

Ngudi c6 mét trong bon yéu t6 di truyén tao alpha globin khéng hoat dong thi
dudc goi la ngudi mang loai nay am tham. Dang alpha thalassemia nay khong
gay thay ddi gi quan trong trong hemoglobin ho&c gay ra van dé gi cho stic khoe.

Khi hai yéu t8 di truyén tao alpha globin khdng hoat dong thi sao?

Ngudi cé hai trong bon yéu t6 di truyén tao alpha globin khéng hoat déng la
c6 nét alpha thalassemia. Dang alpha thalassemia nay chi thay d&i chut it
trong hemoglobin va khéng gay ra van dé gi cho stic khoe.

Né&u mdt hodc hai yéu td di truyén tao alpha globin khdng hoat
dong ma khong gay ra van dé gi cho stic khoe, tai sao tbi lai can
biét con tdi c6 bj alpha thalassemia hay khong?

Tuy mot ho#c hai y&u t6 di truyén tao alpha globin khéng hoat dong ciing
khéng gay ra van dé gi cho suic khde, quy vi va bac siclia em bé nén biét
la tinh trang d6 c6 thé gay thi€u mau nhe (it héng huyét cau). Ciing céan
phai biét vé tinh trang alpha thalassemia clia con quy vi vi cac con sau nay
trong gia dinh quy vi, hodc nhiing ngudi khac trong gia dinh, cé thé bi
nhiing dang alpha thalassemia nang han, dugc ban dén & trang ké. Ngoai
ra, ngudi mang dang nay am tham ho#c cé nét alpha thalassemia cé thé
truyén (cac) yéu té di truyén nay cho con ho.

Khi ba ho#c bdn yéu td di truyén tao alpha globin
khéng hoat dong thi sao?

NE&u mot ngudi c6 ba yéu t6 di truyén khong hoat dong, thi sé bi bénh
hemoglobin H. Bénh hemoglobin H doi khi c6 thé gay ra nhiéu vdn dé
nghiém trong cho stic khde vi bi thi€u mau trung binh hodc nang va nén co
bac sitheo doi déu dan. Ngudi cé bon yéu té di truyén khdng hoat dong thi
khong thé tao ra hemoglobin can thiét dé séng. Trudng hgp nay dudc goi la
alpha thalassemia nang. Con quy vi khéng bi tinh trang nay. Nhiing ngudi
c6 dang nay sé bi thiét mang trudc khi sinh hoac sau khi sinh khéong lau.
N&u bac si hodc chuyén vién c6 van vé di truyén cadm thdy quy vi c6 thé
sinh con c6 bat ci dang alpha thalassemia nao, ho sé cho quy vi biét thém
chi tiét.

T6i phdi lam gi bay gia?

Béc siclia em bé cé thé thii nghiém thém dé biét rd em bé cé dang alpha
thalassemia nao (mét hay hai yéu té di truyén khong hoat dong). Em bé sé
dugc rat thém it mau. Quy vi va ngusi ban ddi cling nén di thii nghiém dé
biét vé tinh trang hemoglobin cia minh. Nhu vay quy vi sé& biét thém la
trong tuong lai c6 thé sinh con bi dang alpha thalassemia nidng hon hay
khéng. Mudn thi nghiém, hay hoi bac sT clia quy vi hodc mot trong céac
chuyén vién c6 van di truyén co tén 6 mét sau tai liéu nay. Quy vi ciing co6
thé cho nhiing ngudi khac trong gia dinh biét. Ho c6 thé cling muén biét vé
tinh trang hemoglobin cla ho.

Toi c6 thé 1am gi néu t6i con thic méc?

N&u quy vi con thidc méc, quy vi c6 thé hoi bac sTclia con quy vi hodc cé thé
lién lac v6i Chuong Trinh Thit Nghiém Do Tim cho Tré So Sinh dudi day.
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